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ABOUT SWAN 

SWAN Australia provides information, support, connection and advocacy for families 
caring for a child with an undiagnosed or rare genetic condition. We are the peak not-
for-profit organisation and charity representing SWAN families nationwide. We 
estimate at least 2,500 children are born without a diagnosis yearly and 1 in 12 
children are born with a rare genetic condition. This equates to around 350,000 
children across Australia at any one time with an undiagnosed or rare genetic 
condition. 

Our mission is to increase community awareness and understanding of the impact and 
prevalence of rare and undiagnosed genetic conditions. In doing so , we hope to gain 
more supports for our families.  

This past year we have focused on the priority areas of our strategic plan:  

• Improved outcomes 

• Advocacy and influence 

• Education and information 

• Awareness  

• Sustainability 

We aim to reduce the isolation and emotional strain of raising a SWAN child. We 
connect members for peer support in a number of ways: 

• Connecting families in the same geographical area 

• Connecting families who have children of a similar age  

• Connecting families whose child has the same rare genetic condition  

• Connecting families through social media 

We prov ide  a public  voice for our families, campaigning for better community 
education and improved resources and pathways so that SWAN ch i ldren  can thrive. 

  

 

30% of SWAN 

children will die 

before their 5th 

birthday. 
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A MESSAGE FROM OUR CEO – HEATHER RENTON 

More families are receiving a diagnosis 
than ever before with advances in 
genomics and undiagnosed disease 
programs across the country. When I 
started on this journey, genomic 
testing was not really being offered to 
families, and if it was, it cost around 
$6000 for an exome with less than a 
20% chance of a diagnosis. Now we 
have a Medicare item number for kids 
under 10, and the diagnostic yield has 
improved to around 30-50%. 

I want to thank everyone who has 
been part of our journey with us: 
families, friends, peers, Board 
members, staff, our community 
advisory group, volunteers, 
professionals, sponsors, and donors. 
Particular thanks go to our retiring 
Chair Liz Bishop, Deputy Melanie 
Regan and Board member Nicole 
Antonopoulos for contributing to the 
Board over the last three years  and 
Belinda Honess for her time on the 
Board this last year 

I would also like to thank our SWAN 
Ambassadors, Professor Sue White, 
Associate Professor Tracy Dudding-
Byth and our Siblings Ambassador Josh 
Patrick. 

Once again, we were thankful for the 
support of Kate Holliday, our Patient 
Pathways nurse, and the Federal 
Government for their help in assisting 
SWAN families. 

 

 

 

SWAN continues to work 
collaboratively with the Genetic 
Support Network Victoria and the 
Genetic Alliance Australia as part of 
the GUARD (Genetic Undiagnosed and 
Rare Disease) Collaborative Australia, 
representing the genetic undiagnosed 
and rare disease community at a 
systemic level. 

This past year, due to the high risk of 
contracting COVID, and our vulnerable 
community, we decided to put all 
face-to-face events on hold to keep 
our community safe. Instead we  

focused on our informal parent/carer 
virtual sessions where parents can 
share information with one another,  
and our Meet the Expert Series, where 
guest professionals present on topics 
of interest to our community, such as: 

• Siblings 

• Caring 

• Sleep 

We welcomed Ant Howard in February 
this year as our administration officer. 
Ant has been responsible for 
welcoming all our new members, 
social media, website, and database 
management and has been a 
wonderful support to me in my role as 
CEO. 

 

 

  

 As we celebrate our 10th year in 2022, I am proud of 
what SWAN has achieved. Reflecting on the last ten 
years, it is wonderful to see how SWAN has grown to 
support more families and empower professionals to 
help families. From knowing one or two families whose 
children were undiagnosed back in 2012, our 
membership has grown substantially over the years. We 
continue to provide information, support, connection 
and advocate for SWAN families in the hope that they 
feel supported and less alone on their journey.  
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CHAIR’S REPORT – LIZ BISHOP 

Again, I continue to be amazed at how 
resilient we all are and how we find 
ways around the obstacles to keep 
putting one foot in front of the other 
and making progress. Through 
Heather’s leadership of the team 
(more of that below) and the 
members, SWAN has been doing just 
that – getting on with supporting 
SWAN families. To top it off, we have 
reached the ten-year mark! So, a huge 
congratulations to everyone who has 
contributed to such a significant 
milestone over the past ten years.  

It has been a shame that we could not 
create more in-person events 
throughout the year to mark our 
special birthday and celebrate it 
together in the lead-up to the actual 
celebration day, which was 23 October 
2022. Like the rest of the world, we 
have replaced face-to-face gatherings 
with online forums, and one of these 
has been the successful “Meet the 
Expert” series. The series is an 
opportunity for SWAN members to 
increase their knowledge in a subject 
matter related to caring for their child. 
SWAN invites people who are experts 
in their field to share information of  
interest with our members, and these 
events are always well attended by 
our members. 

Despite restrictions, SWAN has 
progressed and continued to improve 
things for our families. Heather has 
continued to advocate for the main 
issues and represented our members’ 
voices on no fewer than 11 working 
groups and community advisory 
groups.  

 

 

She has had input into discussions and 
issues with a healthy reputation with 
several leading media outlets.  

In February, we welcomed Antonia 
(Ant) Howard in the administration 
assistant role. Employing Ant has 
made a significant difference in the 
amount of support we have been able 
to offer members. 

As always, a big thank you to Heather 
Renton, our founder and CEO, who, 
despite the challenges that COVID-19 
has brought to her own family life, has 
been able to lead and support SWAN 
in all its endeavours. 

I also wish to thank our funders and 
supporters who enable us to operate 
and achieve our strategic goals and 
ambitions of a better world for SWAN 
families and children. 

I thank the Board and would like to 
make a special mention of Melanie 
Regan and Nicole Antonopoulos, who, 
after three years serving as Board 
members, are retiring from the Board 
this AGM. Their input, advice and 
contribution as SWAN family members 
has been vital and invaluable to the 
work that SWAN does. 

This is my last report as Chair of the 
SWAN Board, and I would like to thank 
all members, supporters, funders, and 
Board members who have supported 
me in the role, my only regret being 
that my tenure has been during these 
pandemic years. I have been unable to 
meet most of you personally. I wish 
SWAN all the best for the future and 
leave confident that it is held in 
excellent hands and hearts.  

 

 In writing this year’s report, I have just read last year’s report, and 
I am reflecting on how we were hoping the pandemic would be 
over in 2021 and we could get back to hosting face-to-face events. 
However, the pandemic is far from over and has had a significant 
impact on our vulnerable SWAN families.  
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TREASURER’S REPORT – EMMA AMALFI 

The SWAN Board sees no issues with 
the current financial position of SWAN 
and we are of the opinion that there 
are reasonable grounds to believe that 
SWAN can pay its debts as and when 
they fall due.  

During the year we realised a loss of 
$120,734 against a previous year 
surplus of $62,912. This was driven by 
significant reductions in both grants 
and donations. It should be noted that 
$64,800 of the loss was due to a 
change in accounting policy that 
deferred a number of grants until 
expenditure aligned with them. This 
facilitates a clearer picture of the cash 
available to spend on ongoing 
operations for the organisation. We 
are extremely grateful to those that 
were able to support us throughout 
the year and hope for your continued 
support into the financial year 2023.  

In order for SWAN to remain 
sustainable it is imperative that we 
increase our grant success rate, and 
establish new donor relationships, so 
we can deliver programs such as our 
peer support and information service 
and our hospital care packs program. 
Other ways we can look at expanding 
our services is to develop new 
partnerships with like-minded 
organisations. 

 

 

Whilst we were able to maintain 
similar levels of expenditure year on 
year, the reduction in income was not 
able to be recovered resulting in a loss 
for the period. Aside from salary and 
wages, our significant expenses 
included consultancy fees (for 
fundraising assistance) and other 
general expenses. As in-person events 
continue, we expect an uplift in event 
expenditure as well as advertising and 
marketing expenditure and aim to 
facilitate this through grant receipts.  

Our equity for the year ended 
$139,920, down from the 2021 year by 
$120,633, or the loss realised during 
the year. This was driven by the 
reduction in grants, including the 
CEO’s salary whose grant funding had 
been exhausted in the previous year 
and our new administrative support 
who has been engaged to increase the 
capacity of the CEO. Into the new 
year, we are looking at utilising this 
additional capacity to focus on our key 
values –  advocacy, knowledge base 
and peer support. 

 

 

 Following a difficult two years of COVID-19, we were able to 
welcome back Syndromes Without a Name (SWAN) Australian 
families to in-person events in the later part of 2022, whilst 
continuing a number of online events to support those who were 
still isolat ing. Whilst we remain in a strong cash position, our cash 
reserves have decreased $54,563 throughout the year ending 30 
June 2022 predominately to fund ongoing operations.  
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BALANCE SHEET 

Syndromes Without A Name (SWAN) – Australia Inc 
For the year ended 30 June 2022 

 2022 2021 

Assets   

Bank   

AUD PayPal 14,367 5,679 

Community Solutions Cheque Acc 75,008 138,381 

Savings 129,654 129,531 

Total Bank 219,029 273,592 
   

Fixed Assets   

Computer Equipment 6,694 6,694 

Less Accumulated Depreciation on Computer Equipment (6,588) (5,854) 

Less Accumulated Depreciation on Office Furnishings (299) (161) 

Office Furnishings 2,000 2,000 

Total Fixed Assets 1,808 2,680 
   

Total Assets 220,837 276,271 

   

Liabilities   

Current Liabilities 6,694 6,694 

ATO Integrated Account - (4,009) 

GST (1,835) 217 

PAYG Withholdings Payable 1,032 5,796 

Provision for Annual Leave 16,913 13,714 

Superannuation Payable 6  

Total Current Liabilities 16,117 15,718 
   

Non-current Liabilities   

Grants in Advance 64,800 - 

Total Non-current Liabilities 64,800 - 

   

Total Liabilities 80,917 15,718 

   

Net Assets 139,920 260,554 

 

Equity   

Current Year Earnings (120,634) 62,912 

Retained Earnings 260,554 197,642 

Total Equity 139,920 260,554 
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PROFIT AND LOSS 

Syndromes Without A Name (SWAN) – Australia Inc 
For the year ended 30 June 2022 

 2022 2021 

Trading Income   

Donations 18,292 65,706 

Events 144 150 

Sale of goods 72 - 

Grants 6,399 135,846 

Other Revenue 2,250 20,461 

Other Income 22 70 

Government Stimulus 20,000 12,620 

Total Trading Income 47,180 234,854 
   

Gross Profit 47,180 234,854 

   

Operating Expenses   

Accounting Software 313 463 

Advertising & Marketing 4,569 33,019 

Insurance 5,783 4,783 

Office & General expenses 4,566 16,843 

Event Expenses (480) 1,308 

Memberships & Subscriptions 400 684 

Program expenses 5,173 - 

Parent Support 389 763 

Professional Development (includes Travel & Accommodation) 50 1,286 

Wages & Superannuation 125,294 98,550 

Consultancy Fees 17,007 6,519 

Annual Leave 3,199 6,924 

Accounting/Bookkeeping 1,550 800 

Total Operating Expenses 167,813 171,942 
   

Net Profit (120,634) 62,912 
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BOARD MEMBERS AND MEETING ATTENDANCE 

 

 

Liz Bishop - Chair: 5 meetings 

Liz has worked in the community sector for more than 35 years, 
predominantly in management and education roles in the 
disability sector. She has held various CEO and deputy CEO 
positions in not-for-profit organisations and worked as a strategic 
project manager and group facilitator. In addition, Liz has chaired 
numerous not-for-profit boards and has broad governance 
experience. 

 

Melanie Regan – Deputy Chair: 4 meetings  

Melanie has more than ten years of governance experience on 
disability boards and was formerly a project manager for the 
Department of Health. A registered nurse and health care 
provider, Melanie has also worked as a published research fellow 
at Monash University and has contributed to writing a number of 
health and disability grant applications.  

 

Emma Amalfi – Treasurer: 3 meetings 

Emma has worked in the finance sector over the last ten years in 
Australia and overseas. She brings a wealth of knowledge in both 
the commercial and charity sectors. Emma’s experience includes 
financial statements, taxation, forecasting, budgets and business 
growth. 

 

Nicole Antonopoulos: 4 meetings 

Nicole has held numerous disability-related governance roles and 
has more than 15 years of policy experience across the health and 
disability sectors. This includes working with the Cancer Council, 
GlaxoSmithKline consumer health care and Amaze (a not -for-
profit dedicated to supporting autistic people). Before joining the 
health and disability sector, Nicole worked as a lawyer, 
specialising in refugee law.  

 

Deborah Bianco: 5 meetings 

Deborah is a current Masters of Genetic Counselling student who 
recently commenced a new role in genetic services within the 
public health sector. She has a PhD in medical research and has 
managed submissions and reporting for numerous national and 
international grants. With over 15 years of experience in project 
management, ethics and compliance, including seven years in the 
not-for-profit sector, Deborah brings a diverse skill set to the 
SWAN Board. 

 

Belinda Honess: 4 meetings 

As most families know, when your life throws you curveballs, you 
have no choice but to stand strong and fight with both hands. 
Belinda has done just that, not only advocating for answers and 
support for her daughter but also for those who are on similar 
journeys. Belinda is a member of a number of different health and 
disability organisations and is a current board member of 
Kalparrin at Perth Children’s Hospital.  
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SIBLINGS AMBASSADORS REPORT – JOSH PATRICK 

At 14, I am proud to be the first SWAN 
Siblings Ambassador. I have 
experienced a strong desire to connect 
with other siblings of children with 
undiagnosed and rare genetic 
conditions. My sister, Charlotte, has 
been particularly unwell or medically 
unstable over the years. It can 
sometimes seem like nobody 
understands what your life is like - 
why you celebrate such ‘small’ 
milestones, why you don’t have time 
for social media in the evenings, why 
you’re so proud of your sister in a 
wheelchair, why you can’t have friends 
over, why you wear a mask still 
months after the COVID mandates 
have lifted, or why you sometimes 
spend weeks in hospital away from 
school etc. There is so much power 
and comfort in having someone with 
similar lived experience listen as you 
share personal stories or struggles and 
having them truly understand or 
discuss similar situations they have 
been through. 

 

 

 

 
Some SWAN Siblings may be in a 
caring role, helping to look after their 
sibling, like me. All siblings, to some 
degree, will experience the unique and 
sometimes isolating ups and downs of 
being the sibling of a child with a rare 
or undiagnosed genetic condition. 
Through the SWAN Siblings program, 
young people can speak with or 
message me whenever they want or 
need to chat with someone who 
understands their journey.  

Furthermore, monthly Zoom meetings 
are held to allow a chance for siblings 
to connect with other children around 
their age from across Australia in an 
informal, relaxed and enjoyable way. 
At the heart of the program, though, is 
the desire that all siblings of children 
with rare or undiagnosed syndromes 
have someone they can reach out to at 
all times and also that siblings have 
the chance to feel supported and 
included as a valued member of a 
large SWAN Sibling community. I wish 
more siblings would engage with our 
group over the coming year.  

 The SWAN Siblings virtual program commenced at the beginning of 
2022. The motivation for the program was to establish a  peer 
support network and peer support for SWAN siblings so they could 
feel supported. Families have had access to support through SWAN 
for ten years (thank you and happy birthday, SWAN!) . Still, it was 
felt that nationally, siblings could also greatly benefit from being 
provided with the same opportunities to engage with peers in 
similar situations. 
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SWAN IN ACTION 

         

 
 

 

 

 

 

 

     

   

 

 

        

 

 

 

  

 

 
903 

Text messages of 
support sent 

 

4 

 Political 
 meetings 

680 

Members 
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WEBSITE AND SOCIAL MEDIA STATISTICS  

 

 
Website statistics 
Increase/Decrease  
1/7/21 – 30/6/22 

  
Facebook statistics 
Increase/Decrease  
1/7/21 – 30/6/22 

  
Twitter statistics 

Increase/Decrease  
1/7/21 – 30/6/22 

16,951 272 ↓  162 46 ↑  293 56 ↑ 

Users    Posts    Tweets   

29,178 859 ↑  1,938 190 ↑  1,079 36 ↑ 

Page views    Followers    Followers   

91.8% 0.5% ↓  13,887 2,727 ↑  3,455   

New visitors    Page reach    Engagements   

8.20% 0.5% ↑  596 111 ↑  80,456   

Returning 
visitors 

   
Group 
members 

   Impressions   

    488 188 ↑     

    
Messenger 
support 

      

 

 

 

LinkedIn statistics 
Increase/Decrease  
1/7/21 – 30/6/22 

  
Instagram statistics 
Increase/Decrease  
1/7/21 – 30/6/22 

  YouTube statistics 
Increase/Decrease  

01/07/21 

454 302 ↑  380 288 ↑  753 29 ↑ 

Followers    Followers    Views   

36    97 61 ↑  33 26 ↑ 

Posts    Posts    New videos   

205    2,904 2,727 ↑     

Unique 
visitors 

   Page reach       
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MEMBERSHIP 

 

 

 

 

 

 

 

 

 

 

SECTOR REPRESENTATION  

Our CEO represents the voice of SWAN families  on 11 different working groups and 
community advisory groups.  

• Child UnLimited 

• Genetic Undiagnosed and Rare Disease (GUARD) Collaborative Australia  

• GUARD Mental Health Working Group 

• Human Genetics Society of Australasia (HGSA) – Education, Ethics and Social 
Issues Committee 

• Industry Genomics Networks Alliance (InGeNA)  

• Melbourne Genomics Health Alliance 

• National Congenital Anomalies Advisory Group  

• Quality of Life in Kids (QUOKKA)  

• Rare Disease Now –  Royal Children’s Hospital  

• Undiagnosed Disease Network (UDN)  

• Undiagnosed Diseases Network International (UDNI)  

Internationally SWAN works closely with rare genetic organisations, including:  SWAN 
UK, SWAN Ireland, NZ Rare Disorders, Global Genes, RareConnect and Unique.  

  

   VIC 42.6%  

    
 

   NSW 22.1%  

    
 

   QLD 16.7%  

    
 

   WA 7.2%  

    
 

   SA 6.5%  

    
 

   TAS 2.9%  

    
 

   ACT 1.3%  

    
 

   NT 0.7%  

VIC

NSW

QLD

WA

SA
TAS

ACT
NT

Membership By State
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STRATEGIC PRIORITIES 
 

Earlier this year, we saw the adoption of our third strategic plan, with our vision that 
every SWAN family feels supported and empowered to connect and advocate and has 
access to genetic and genomic testing, healthcare and disability support. The plan 
reflects our values:  

• Support 

• Care 

• Connection 

• Collaboration 

• Equity 

And focuses on the following priority areas:  

0BImproved outcomes 

This year saw the launch of our SWAN Community Advisory Group. This is a group of 
voluntary SWAN parents who are passionate about supporting the CEO and our SWAN 
Board in making positive change. We are very grateful for their support and, as a direct 
result of their feedback, approached specific tasks differently to encompass their views.  

SWAN has proudly supported research projects in which the findings have been expected 
to provide evidence to influence change that benefits our members. 

1BEducate and inform 

Our website (swanaus.org.au) continues to be updated with new information and 
resources to support families. Over the last 12 months we have added to our parent-
written and video stories collection. Thank you to the many families who have generously 
contributed their time and shared their stories in the hope that other families can benefit 
from hearing and watching them. 

2BAdvocate and influence 

We have continually engaged in systemic advocacy to get better support for SWAN 
families under the NDIS. Together with other disability advoc ates, we prevented the 
proposed introduction of NDIS Independent Assessments from becoming a reality. Thank 
you to our community, who helped us advocate on this issue.  

In the lead-up to the Federal election, we also lobbied every senator and member of 
parliament about the top issues of concern to SWAN families : diagnosis, NDIS, access to 
healthcare, improved psychological supports and a review into the cost of caring for a 
SWAN child.  

As part of our advocacy work and awareness raising, we have been able to  share some of 
our members’ stories with the media. Thank you to all the members who shar ed their 
stories and raised awareness about some of the issues SWAN families face . 

We have continued to advocate for change as part of the GUARD collaborative writing 
joint submissions and impact statements to influence policy change.  

We are currently working with the University of Melbourne Disability Institute on a 
research project which aims to provide evidence that SWAN families fall through the gaps 
when it comes to receiving government supports such as Carers Allowance. 
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3BAwareness 

We continue to give presentations on various topics impacting SWAN families to raise 
awareness of the many SWAN families we support and their challenges. These 
presentations are given on both national and international platforms.  

For Rare Disease Day this year , we held an event in collaboration with Community Junction 
and Carer Gateway - Wellways Australia. We heard from three of our SWAN parents - 
Belinda Donkin-Evers, Dalal Baumgartner and Jane Ellul, one of our SWAN ambassadors - 
Tracy Dudding-Byth (geneticist and FaceMatch founder) and Miya St John (speech 
pathologist and research assistance). The event was a huge success, with over 105 
registered attendees. 

Other Rare Disease Day activities included a virtual art class, facilitated by SWAN member 
Jenny Downing, and the SWAN portraits exhibition, displayed virtually on our website. We 
are grateful to Illumina staff, artist Crystal Winterton and SWAN mum Kat Barlow for their 
help in assisting us with the exhibition. The exhibition is once again live and can be viewed 
on our website as part of our 10th birthday celebrations.  

4BSustainability 

Unfortunately, we have not been very successful with grant applications , and donations 
have decreased from previous years. We aim to focus heavily on establishing new 
partnerships and more donors to remain sustainable in the long term. 

We are looking to secure funding for our peer support and information services , which will 
allow us to support more SWAN families.  

 
 

 

 

 

 

 

 

 

 

 

  

 

A SWAN child visits on 

average nine specialist per 

year and has many more 

allied health professionals. 
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IMPLEMENTATION OF THE NATIONAL STRATEGIC 
ACTION PLAN FOR RARE DISEASES 

In February 2020 – the Federal Government - Department of Health adopted the National Strategic 

Action Plan for Rare Diseases. The plan is divided into three priority areas.  

• Priority 1: Awareness and Education 

• Priority 2: Care and Support  

• Priority 3: Research and Data 

SWAN has been working hard to implement the action plan in the following ways:  

Priority 1 – Awareness and Education 

SWAN raises awareness of the large number of children living with an undiagnosed or 
rare genetic condition every year. We mark these important dates each year. Rare 
Disease Day (the last day in February) and Undiagnosed Children’s Awareness Day (the 
fourth Sunday in October) . For both days, we held virtual events and concentrated on 
raising awareness on our four social media platforms. 

Another way we raise awareness is through our monthly newsletter (every month but 
January). This not only raises awareness but also informs our community. Parent 
stories are shared in our newsletter, on our website and told through video 
storytelling via our YouTube channel.  

The SWAN Community Advisory Group actively raises awareness and educates health 
professionals about rare diseases , bringing the voice of lived experience to influence 
change. Members also take the opportunity to be involved in a variety of working 
groups and other community advisory groups, which raises the profile of SWAN and 
the important work we do in supporting our community but also allows us to highlight 
some of the struggles our families face.  

SWAN’s  CEO is a member of Rare Disease Now, the Victorian Undiagnosed Disease 
Program, and the Australian Undiagnosed Disease Program. She brings her own 
experience of caring for a child who remained undiagnosed for nine years and 
represents the SWAN community in these programs, sharing information with others 
on what works well and not so well in the SWAN community.  

We have given 12 presentations to various university student groups from different 
streams, from laboratory trainees to genetic counselling and genetic medicine 
students. 

SWAN families continue to raise media awareness on various issues, from the struggles 
to obtain a diagnosis for their child to funding challe nges under the NDIS. Thank you to 
all the families who shared their stories on behalf of SWAN and advocated on behalf of 
their children to inform the wider population about what it is like to care for a child 
with an undiagnosed or rare genetic condition.  
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SWAN Plain English and Easy English Resources – For Health Professionals and 
Families  

Another way SWAN raised awareness of families caring for children with undiagnosed 
and rare genetic conditions and inform others was through our mail-out campaign. Our 
Plain English and Easy English brochures (suitable for people with low literacy levels or 
limited English) were sent to a number of genetic services, maternal health nurses an d 
paediatricians. The brochures included information about SWAN, genetic and genomic 
testing, supporting SWAN siblings, the diagnostic journey and information to help 
health professionals support SWAN families in a positive way.  

Plain English Brochures: Easy English Brochures: 

• SWAN Information • About SWAN 

• Searching for Answers • Some children are not the same 

• Genetic and Genomic Testing Explained • What is a genetic test 

• For Health Professionals  • Your other children 

• SWAN Siblings  

 

Priority 2 – Care and Support 

SWAN demonstrates care and support to our community by matching families who 
care for a child with the same rare genetic condition for support. We also look to 
connect families living in the same area with similar-aged children for support. 

Another way we support our community is through our Meet the Expert  Series, where 
a guest speaker is invited to speak to the SWAN community about their area of 
expertise. This provides Important information and support to our families.  

Having four pages of our website available in Easy English, and four brochures in Easy  
English is an example of how SWAN supports diverse communities. Our website also 
has a range of other accessible features available . 

SWAN supports a number of students both through volunteer placements and as part 
of a supervision team on Masters of Genetic Counsellors research projects.  

SWAN ran a Rare Disease Day event where parents shared stories along with a 
researcher and geneticist. We hope that by hearing other SWAN stories , parents feel 
more emotionally supported and that their mental health is well maintained. 

Our virtual catch-ups, peer support phone line, and social media supports aim to 
decrease high rates of anxiety and depression often experienced by carers. Not only 
do they provide opportunities for information sharing, they also reduce the loneliness 
experienced by carers. 

Through our advocacy work, including submissions representing both the SWAN 
community and as part of the GUARD Collaborative, particularly around social 
supports and the NDIS, we aim to achieve better supports for our SWAN children to 
enable them to live their best lives. Our Patient Pathways nurse program allows 
families to understand and navigate the health system and feel bett er supported in 
what sometimes can be overwhelming for families.  

Our website is full of supportive Information for SWAN families, from bereavement 
resources to self-care and information on how to prepare for your child's NDIS 
planning meeting. All our web-based resources provide information and support our 
SWAN community.  
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Priority 3 – Research and Data 

SWAN regularly promotes research projects through our newsletter, social media 
channels, and website, with many of our members participating in research studies.  
Having consumers with lived experience both as research partners and participants is 
important if we are to get the most out of research projects.  

SWAN collects data on a range of subjects , from names of rare genetic conditions to 
the length of time it takes for our members children to receive a diagnosis. This data 
has the potential to be used to influence positive change. 
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THANK YOU FOR YOUR SUPPORT 

SWAN would like to acknowledge and thank the following organisations for their 
funding and generous support: 

• Australian Community Foundation 

• Australian Government – Department of Health 

• Carer Gateway - Wellways Australia 

• Genetic Alliance Australia  

• Genetic Support Network of Victoria 

• Illumina Corporate Foundation 

• Melbourne University Disability Institute 

• Victorian Government – Department of Families, Fairness and Housing  

• Victorian Government – Department of Health 

 

We would also like to thank our Board members and community advisory group 
members. 

SWAN Community Advisory Group 

• Abigail Burton 

• Jenny Downing 

• Samantha Fisher 

• Renee Lovi 

• Maya Pinn 

• Brett Muggeridge 

• Alice Roberts-Thomson 

• Jannine Scott 

• Cathy-Jo Tame 

• Laura West 
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